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								Total	group	 33	(24-47)	 55	(30-82)	 31	(18-75)	 32	(26-62)	 	
H(3)=115.75,	
p<0.0001	
								HCP	 40	(31-51)	 55	(47-61)	 39	(31-49)	 33	(26-39)	
								Student	 19	(19-22)	 30	(n=1)	 19	(18-42)	 24	(23-24)**	
Gender,	n	(%)	 c2	Statistic	
									Male		 287	(31%)	 47	(44%)	 203	(27%)	 37	(39%)	 Χ2=	15.44,	
p<0.0001										Female		 635	(69%)	 57	(53%)	 520	(69%)	 58	(61%)	
Occupation,	n	(%)	
								Doctor	 293	(31%)	 62	(58%)	 165	(22%)	 66	(70%)	 	
								Nurse	 356	(37%)	 34	(32%)	 309	(41%)	 13	(14%)	 	
								AHP	 4	(5%)	 5			(5%)	 28			(4%)	 13	(13%)	 	
								Student	 250	(26%)	 1			(1%)	 246	(32%)	 3	(3%)	 	
HCPs	Years	of	Experience,	median	(IQR)***																																																																		H	Statistic	
	 14	(7-25)	 28	(18-33)	 14	(7-25)	 7	(2-13)	 H(3)=90.9,	
p<0.0001	
HCPs	Proportion	of	work	involving	older	people,	n	(%)	***	
							<20%	 	75	(11%)	 12	(11%)	 61	(12%)	 2	(2%)	 	
							21-40%	 94	(13%)	 26	(25%)	 65	(13%)	 3	(3%)	 	
							41-60%	 131	(19%)	 25	(24%)	 93	(18%)	 13	(14%)	 	
							61-80%	 132	(19%)	 12	(11%)	 95	(19%)	 25	(27%)	 	












	 Total	 Canada	 Ireland	 UK	
	 N	(%)	 N(%)	 N(%)	 N(%)	
Proportion	with	prior	knowledge	of	ACDs	n	(%)	
Total	HCPs	 591/703	(84)	 88/104	(85)	 416/508	(82)	 87/91	(96)	
Doctor	 262/293	(89)	 54/62	(87)	 142/165	(86)	 66/66	(100)	
Nurse	 282/352	(80)	 27/33	(82)	 243/307	(79)	 12/12	(100)	
AHPs	 38/46	(83)	 4/5	(80)	 25/28	(89)	 9/13	(69)	
Students	 173/250	(69)	 1/1	(100)	 169/246	(67)	 3/3	(100)	
Total	group	 764/953	(80)	 89/105	(85)	 585/754	(78)	 90/94	(96)	
Proportion	of	HCPs	with	“any		previous	experience	of	ACDs”,	n	(%)	
Total	HCPs	 151/698	(38)	 58/102	(57)	 50/506	(30)	 59/90	(66)	
Doctor	 151/289	(52)	 40/59	(68)	 65/164	(40	 46/66	(70)	
Nurse	 92/351	(26)	 14/34	(41)	 68/306	(22)	 10/11	(91)	
AHP	 20/46	(43)	 2/5	(40)	 15/28	(54)	 3/13	(23)	
Proportion	of	HCPs	who	had	previously	dealt	with	a	patient	with	an	ACD	n	(%)	
Total	HCPs	 249/699	(26)	 61/103	(59)	 125/505	(25)	 59/91	(65)	
Doctor	 143/292	(49)	 40/61	(66)	 55/165	(33)	 48/66	(73)	
Nurse	 81/350	(23)	 16/33	(49)	 57/305	(19)	 8/12	(67)	
AHP	 16/46	(35)	 2/5	(40)	 11/28	(39)	 3/13	(23)	
If	respondent	had	no	ACD,	would	they	complete	one	for	themselves,	n	(%)	
Total	HCPs	 536/638	(84)	 66/72	(92)	 412/479	(86)	 58/87	(67)	
Doctor	 208/265	(78)	 38/43	(88)	 129/160	(81)	 41/62	(66)	
Nurse	 287/321	(89)	 24/24	(100)	 254/285	(89)	 9/12	(75)	
AHP	 36/42	(86)	 2/2	(100)	 26/27	(96)	 8/13	(62)	
Students	 192/246	(78)	 1/1	(100)	 190/242	(79)	 1/3	(33)	
Proportion	of	respondents	who	have	a	will	n	(%	of	that	country’s	respondents)	
Total	HCPs	 324/698	(46)	 74/102	(73)	 216/505	(43)	 26/91	(28)	
Doctor	 141/288	(49)	 49/60	(82)	 71/162	(44)	 21/66	(32)	
Nurse	 151/353	(43)	 20/34	(59)	 127/307	(41)	 4/12	(33)	
AHP	 17/45	(38)	 ¾	(75)	 13/28	(46)	 1/13	(8)	
Students	 9/249	(4)	 1/1	(100)	 8/245	(3)	 0/3	(0)	
Proportion	of	respondents		who	have	an	ACD,	n	(%	of	that	country’s	respondents)	
Total	HCPs	 44/696	(6)	 27/101	(27)	 14/504	(3)	 3/91	(3)	
Doctor	 21/290	(7)	 16/59	(27)	 2/165	(1)	 3/66	(5)	
Nurse	 19/349	(5)	 8/33	(24)	 11/304	(4)	 0/12	(0)	
AHP	 3/45	(7)	 2/5	(40)	 1/27	(4)	 0/13	(0)	























	 n	/total	(%)	 OR	(95%	CI)	 P	value	 Age	adjusted	OR	
(95%	CI)	
P	value	
Ireland	 14/749					(3%)	 1.00	 	 1.00	 	
UK	 3/94										(3.2%)	 1.83			(0.51	–	6.55)	 0.352	 2.27	(0.61	–	8.37)	 0.22	







































Total	Group		 (n	=	950)	 3.6%	(34)	 22%	(210)	 74%	(706)	 	
					Students		 (n	=	249)	 3.6%	(9)	 24%	(59)	 73%	(181)	 	
					HCP										 (n	=	701)	 4%	(25)	 22%	(151)	 75%	(525)	 	
					Canada	 (n	=	103)	 1%	(1)	 		8%	(8)	 91%	(94)	
χ2	=	30.7,	
p<0.0001*	
					Ireland	 (n	=	752)	 4%	(27)	 22%	(167)	 74%	(558)	




























































































	 Total	%	(n)	 Canada	%	(n)	 Ireland	%	(n)	 UK	%	(n)	
All	HCPs	 40%	(277)*	 88%	(89)	 25%	(128)	 67%	(60)	
Doctors	 55%	(156)	 86%	(50)	 35%	(56)	 77%	(50)	
Nurses	 28%	(97)	 88%	(30)	 21%	(63)	 31%	(4)	







































































































































































































































































	 	 Total	 Agree	 Neutral	 Disagree	
	 n	 	 n	 %	 n	 %	 n	 %	
Respondent	feels	comfortable	dealing	with	patients	at	the	end	of	life	
Total	HCPs		 507/511	 	 407	 80%	 0	 8%	 58	 11%	
					Doctor	 165/165	 	 129	 78%	 14	 9%	 22	 13%	
					Nurse	 306/309	 	 250	 82%	 25	 8%	 31	 10%	
					AHPs	 27/28	 	 21	 78%	 3	 11%	 3	 11%	
Students	 243/246	 	 117	 48%	 73	 30%	 53	 22%	
Respondent	finds	it	harder	dealing	with	patients	at	end	of	life	than	other	patients	
Total	HCPs	 504/511	 	 171	 34%	 66	 13%	 266	 53%	
				Doctor	 165/165	 	 55	 33%	 25	 15%	 85	 52%	
				Nurse	 303/309	 	 103	 34%	 39	 13%	 161	 53%	
				AHP	 27/28	 	 11	 41%	 1	 4%	 15	 56%	
Students	 243/246	 	 161	 66%	 33	 14%	 49	 20%	
Respondent	feels	comfortable	dealing	with	a	patient’s	family	at	the	end	of	life	
Total	HCPs	 506/511	 	 392	 77%	 55	 11%	 59	 12%	
					Doctor	 164/165	 	 128	 78%	 16	 10%	 20	 12%	
					Nurse	 306/309	 	 237	 78%	 35	 11%	 34	 11%	
					AHP	 27/28	 	 20	 74%	 4	 15%	 3	 11%	
Students	 241/246	 	 66	 27%	 65	 27%	 110	 46%	
Respondent	feels	comfortable	dealing	with	bereaved	families	
Total	HCPs	 503/511	 	 365	 73%	 65	 13%	 71	 14%	
					Doctor	 163/165	 	 114	 70%	 18	 11%	 31	 19%	
					Nurse	 305/309	 	 225	 74%	 44	 14%	 36	 12%	
					AHP	 26/28	 	 20	 77%	 3	 12%	 2	 12%	
























	 	 Total	 Agree	 Neutral	 Disagree	
	 n	 n	 %	 n	 %	 n	 %	
Respondent	feels	confident	managing	patient’s	symptoms	at	the	end	of	life	
Total	HCPs	 501/511	 349	 70%	 76	 15%	 76	 15%	
					Doctor	 165/165	 109	 66%	 30	 18%	 26	 16%	
					Nurse	 305/309	 225	 74%	 38	 13%	 42	 14%	
					AHP	 23/28	 10	 44%	 6	 26%	 7	 30%	
Students	 54/246	 20	 38%	 18	 33%	 16	 30%	
Respondent	feels	comfortable	stopping	preventative	medications	at	the	end	of	life	
Total	HCPs	 493/511	 349	 71%	 75	 15%	 69	 14%	
					Doctor	 162/165	 130	 80%	 13	 8%	 19	 12%	
					Nurse	 305/309	 206	 68%	 55	 18%	 44	 14%	
					AHP	 18/28	 8	 45%	 6	 33%	 4	 22%	





















	 	 Total	 Agree	 Neutral	 Disagree	
	 n	 n	 %	 n	 %	 n	 %	
Proportion	who	feel	they	have	adequate	training	in	end	of	life	care	
Total	HCPs	 506/511	 241	 48%	 91	 18%	 174	 34%	
					Doctor	 165/165	 76	 46%	 30	 18%	 59	 36%	
					Nurse	 306/309	 150	 49%	 52	 17%	 104	 34%	
					AHP	 27/28	 11	 41%	 7	 26%	 9	 33%	
Students	 55/191	 15	 27%	 12	 22%	 28	 51%	
Proportion	who	feel	they	have	adequate	experience	in	end	of	life	care	
Total	HCPs	 507/511	 292	 	 	 75	 	 131	 	
					Doctor	 165/165	 88	 53%	 30	 18%	 47	 29%	
					Nurse	 306/309	 191	 62%	 40	 13%	 75	 25%	
					AHP	 27/28	 13	 48%	 5	 19%	 9	 33%	























4.08	(0.90)	 10.19	 59.27	 344.77	 <0.001	
Adequate	end	of	life	
care	training	
1.90	(0.94)	 1.07	 6.71	 41.91	 0.042	
Confident	in	stopping	
medications	
1.05	(0.83)	 0.56	 2.85	 14.46	 0.207	
Gender	(male	v	female)	 0.03	(0.88)	 0.18	 1.03	 5.83	 0.971	
Age	 0.88	(0.91)	 0.41	 2.40	 14.15	 0.334	
Proportion	of	patients	
who	are	older	
	 	 	 	 	
0.327	
<20%	 1.13	(1.14)	 0.33	 3.11	 29.02	 0.320	
21-40%	 -1.29	(1.14)	 0.03	 0.28	 2.60	 0.260	
41-60%	 -0.05	(1.27)	 0.08	 0.95	 11.51	 0.967	
61-80%	 -0.05	(1.27)	 0.13	 0.96	 7.12	 0.971	











Variable	 B(SE)	 95%	CI	for	Odds	Ratio	(OR)	 P	value	
Lower	 OR	 Upper	
Age	 1.13	(0.37)	 1.49	 3.10	 6.44	 0.002	
Gender	(M	vs	F)	 -0.67	(0.34)	 0.68	 0.80	 0.93	 0.004	
Occupation	(compared	with	AHPs)	 	 	 	 0.87	
Doctor	 0.24	(0.61)	 0.39	 1.27	 4.13	 0.70	
Nurse	 0.08	(0.58)	 0.35	 1.09	 3.39	 0.89	
Proportion	of	older	patients	
(compared	with	<20%	older)	
	 	 	 	
<0.001	
21-40%	 1.31	(0.47)	 1.46	 3.70	 9.37	 0.006	
41-60%	 1.51	(0.44)	 1.91	 4.54	 10.76	 0.001	
61-80%	 1.72	(0.45)	 2.34	 5.60	 13.41	 <0.001	











































































































	 Palliative	 Limited	 Surgical	 Intensive	
	 N	 %	 N	 %	 N	 %	 N	 %	
For	Patient	Scenario	
Total,	n=722	 122	 16.9%	 314	 43.5%	 177	 24.5%	 109	 15.1%	
Doctor,	n=153	 20	 13.1%	 76	 49.7%	 44	 28.8%	 13	 8.5%	
Nurse,	n=301	 61	 20.3%	 150	 49.8%	 66	 21.9%	 24	 8%	
Student,	n=234	 27	 11.5%	 73	 31.2%	 64	 27.4%	 70	 30%	
AHP,	n=26	 12	 46.2%	 11	 42.3%	 2	 7.7%	 1	 3.8%	
For	Father	as	patient	in	scenario	
Total,	n=722	 247	 34.2%	 261	 36.1%	 123	 17%	 91	 12.6%	
Doctor,	n=153	 51	 33.3%	 69	 45.1%	 22	 14.4%	 11	 7.2%	
Nurse,	n=301	 120	 39.9%	 114	 37.9%	 48	 15.9%	 19	 6.3%	
Student,	n=234	 58	 24.8%	 63	 26.9%	 52	 22.2%	 61	 26.1%	
AHP,	n=26	 14	 53.6%	 12	 46.2%	 0	 0%	 0	 0%	
For	self	as	patient	in	scenario	
Total,	n=710	 410	 57.7%	 175	 24.6%	 81	 11.4%	 44	 6.2%	
Doctor,	n=151	 91	 60.3%	 36	 23.8%	 17	 11.3%	 7	 4.6%	
Nurse,	n=302	 187	 61.9%	 81	 26.8%	 25	 8.3%	 9	 3%	
Student,	n=232	 111	 47.8%	 54	 23.3%	 39	 16.8%	 28	 12.1%	













































































































Hospital	resource	use	concern	(702)	 2.12	 2	 67%	 19%	 14%	
Own	religious	beliefs	(707)	 2.32	 2	 56%	 23%	 21%	
Urinary	incontinence	(708)	 2.83	 3	 41%	 29%	 31%	
Likely	time	on	A+E	trolley	(707)	 2.9	 3	 39%	 26%	 35%	
Faecal	incontinence	(706)	 2.94	 3	 37%	 28%	 35%	
Inability	to	walk	unaided	(704)	 2.98	 3	 36%	 26%	 38%	
Duration	in	nursing	home	(702)	 3.08	 3	 33%	 26%	 41%	
Similar	experience	with	family	(714)	 3.13	 3	 32%	 23%	 45%	
Fear	of	legal	action	(712)	 3.37	 4	 27%	 19%	 54%	
Experience	of	similar	situations	(715)	 3.43	 4	 22%	 19%	 59%	
Family	being	uncontactable	(701)	 3.44	 4	 24%	 20%	 56%	
Inability	to	recognise	family	(707)	 3.45	 4	 23%	 20%	 57%	
Uncertainty	of	patient	outcome	(702)	 3.5	 4	 16%	 24%	 60%	
Patient's	age	(706)	 3.52	 4	 21%	 19%	 60%	
Level	of	confusion	(706)	 3.57	 4	 19%	 17%	 64%	
Duration	of	confusion	(706)		 3.63	 4	 18%	 17%	 65%	
Not	knowing	patient's	wishes	(694)	 3.8	 4	 13%	 18%	 69%	




















Duty	to	preserve	life	(569)	 28.62	 4.82	†	 2.59	–	8.97	 <0.001	
Fear	of	legal	action	(566)	 9.84	 1.80	†	 1.24	-	2.60	 0.002	
Family	being	uncontactable	(547)	 4.99	 1.54	^	 1.05	–	2.26	 0.026	
Not	knowing	patient's	wishes	(558)	 0.70	 1.23		 0.76	–	1.98	 0.404	
Uncertainty	of	patient	outcome	(519)	 0.75	 1.21	 0.79	–	1.86	 0.387	
Hospital	resource	use	concern	(557)	 0.02	 1.03	 0.66	-	1.61	 0.88	
Inability	to	walk	unaided	(507)	 0.62	 0.87	 0.61	–	1.24	 0.429	
Own	religious	beliefs	(534)	 0.64	 0.95	 0.65	-	1.40	 0.80	
Adequate	EOL	care	training	(444)	 0.47	 0.87	 0.58	–	1.30	 0.49	
Adequate	EOL	care	experience	(456)		 0.60	 0.85	 0.57	–	1.28	 0.440	
Patient's	age	(558)	 2.48	 0.73	 0.50	–	1.08	 0.116	
Urinary	incontinence	(493)	 4.44	 0.68	 0.47	–	0.97	 0.035	
Faecal	incontinence	(495)	 6.80	 0.62	†	 0.43	–	0.89	 0.009	
Confident	dealing	with	EOL	Pts	(613)	 6.55	 0.58	†	 0.38	–	0.88	 0.011	
Likely	time	on	A+E	trolley	(508)	 10.23	 0.55	†	 0.39	-	0.80	 0.001	
Duration	in	nursing	home	(509)	 11.52	 0.54	†	 0.37	–	0.77	 0.001	
Inability	to	recognise	family	(557)	 10.86	 0.54	†	 0.37	–	0.78	 0.001	
Similar	experience	with	family	(539)	 20.25	 0.45	†	 0.31	–	0.64	 <0.001	
Level	of	confusion	(576)	 17.52	 0.43	†	 0.29	–	0.65	 <0.001	
Duration	of	confusion	(574)	 18.72	 0.42	†	 0.28	–	0.62	 <0.001	




















































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































	 %	 n	 		 %	 n	
Participants	 	 86	 	 93	





				Age	20-29	years		 7%	 (6)	 18%	 (16)	
				Age	30-39	years		 27%	 (23)	 22%	 (20)	
				Age	40-49	years	 29%	 (25)	 21%	 (19)	
				Age	50+	years		 36%	 (31)	 39%	 (35)	
Occupation	 	 	
				Nurse		 87%	 (74/85)	 48%	 (45/93)	
				Healthcare	assistant		 5%	 (4/85)	 52%	 (48/93)	






				Private	nursing	home	 22%	 (19)	 58%	 (49)	
				Public	nursing	home	 32%	 (27)	 18%	 (15)	
























“palliative	 care”	 as	 EoL	 care	 (n=90,	 62%),	 that	 encompasses	 symptom	
management	 (n=73,	 50%),	 using	 a	 holistic	 approach	 that	 aims	 to	 improve	
quality	of	 life	 (n=25,	17%)	and	maintain	patient	comfort	(n=40,	27%).	Nurses	
were	 significantly	 more	 likely	 than	 HCAs	 to	 view	 palliative	 care	 in	 terms	 of	
	 Before	 After	
	 		 Total	 Nurses	 HCAs	
Characteristic	 n	 %	 		 n	 %	 n	 %	 n	 %	
Respondents	 80	 	 93	 	 45	 	 48	 	
Palliative	Care	Training	
Level	 	 	 	 	 	 	 	 	
Diploma	 1	 (1%)	 1	 (1%)	 1	 (2%)	 	 	
Certificate	 4	 (5%)	 9	 (10%)	 6	 (13%)	 3	 (6%)	
~	Week	long	course	 16	 (20%)	 7	 (8%)	 4	 (9%)	 3	 (6%)	
Day	course	 5	 (6%)	 13	 (14%)	 6	 (13%)	 7	 (15%)	
Other	 8	 (10%)	 33	 (36%)	 12	 (27%)	 21	 (44%)	
Training	Summary		 	 	 	 	 	 	 	 	
Some	Palliative	Care	Training	 34	 (43%)	 63	 (68%)	 29	 (64%)	 34	 (71%)	
No	Palliative	Care	Training	 9	 (11%)	 18	 (19%)	 10	 (22%)	 8	 (17%)	







include	 family	 than	 HCAs	 (n=26/105	 nurses	 vs	 n=2/32	 HCAs,	 c2=	 5.357,	
p=0.021).	 Some	 staff	 saw	 palliative	 care	 as	 a	 specialised	 area	 (n=4,	 all	 from	
“before”),	 some	 included	 the	 multidisciplinary	 team	 (n=5),	 others	 palliative	



























	 															Nurses	 HCAs	 Total	
	 Total	 Before	 After	 		 		
Pharmacological	management	of	pain	 93	^	 91	^	 95	^	 65	*	 83	^	
Non-pharmacological	pain	management		 88	^	 87	^	 90	^	 65	*	 81	^	
Pain	and	symptoms	assessment		 85	^	 87	^	 83	^	 74	^	 81	^	
Advance	directives	and	power	of	attorney	 84	^	 84	^	 85	^	 70	 80	^	
Understanding	 the	 emotional	 needs	 of	 the	
dying	person		
84	^	 87	^	 80	 78	^	 75	
Managing	 the	emotional	 impact	on	 families	
as	death	nears		
83	^	 84	^	 83	^	 74	^	 82	^	
Understanding	 life-threatening	 illness’	
physiological	impact		
83	^	 79	 88	^	 76	^	 83	^	
Ethical,	religious,	&	legal	aspects	of	dying		 83	^	 81	^	 85	^	 65	*	 77	
Respiratory	 secretion/	 “death	 rattle”	
management	
83	^	 84	^	 80	 72	 79	^	
Management	of	grief	&	bereavement		 81	 81	^	 80	 70	 79	^	
Staff	stress	management		 80	 79	 80	 70	 78	
Individual/family	crisis	management		 79	 78	 80	 65	*	 75	
Individual/family	stress	management		 79	 79	 78	 70	 76	
Confusion	 &	 agitation	 assessment	 &	
management		
79	 78	 80	 74	^	 77	
Stages	of	dying		 79	 79	 78	 78	^	 82	^	
Culture	and	death		 78	 76	 80	 70	 75	
Determining	mental	competency		 78	 76	 80	 67	 75	
Dyspnoea	assessment	and	management		 78	 78	 78	 65	*	 72	
Primary	roles	of	the	palliative	care	team	^		 77	 76	 78	 76	^	 78	
Understanding	personal	autonomy		 75	 72	 80	 76	^	 75	
Individual/family	support	services		 75	 75	 76	*	 72	 75	
Family	counselling		 74	 72	 78	 65	*	 72	
Nausea	assessment	and	management		 74	 72	 78	 67	 72	
Communication	&	history-taking	skills		 73	 71	 78	 70	 72	
Physical	changes	as	death	approaches		 73	 68	*	 83	^	 78	^	 76	
Individual/family	spiritual	needs		 73	 72	 76	*	 72	 74	
Impaired	 swallow	 assessment	 &	
management		
72	*	 69	 78	 72	 71	*	
Dehydration	assessment	&	management	 72	*	 68	*	 78	 76	^	 73	
Loss	of	appetite/weight/taste	assessment	
and	management		
72	*	 68	*	 78	 67	 71	*	
Sleep	disorder	assessment	&	management		 71	*	 69	 73	*	 57	*	 66	*	
Fatigue	management		 70	*	 63	*	 80	 67	 69	*	
Nutrition	as	death	approaches	 70	*	 68	*	 73	*	 67	 72	
Diagnosing	dying	 67	*	 66	*	 68	*	 74	^	 68	*	
Maintaining	 mobility/preventing	
complications	of	immobility		
62	*	 56	*	 73	*	 70	 64	*	
Incontinence	assessment	&	management		 59	*	 56	*	 73	*	 70	 64	*	













Respondent	Group	 Unconfident	 Neutral	 Confident	%	 n	 %	 n	 %	 n	
Q	1.		How	confident	do	you	feel	discussing	end-of-life	issues	with	a	resident	or	their	
family?	
Before	 	 	 	 	 	 	
Total		 43%	 (32/75)	 16%	 (12/75)	 41%	 (31/75)	
Nurses		 42%	 (27/65)	 15%	 (10/65)	 43%		 	(28/65)	
HCAs		 	 (1)	 	 (2)	 	 	
After	 	 	 	 	 	 	
Total	 31%	 (29/88)	 22%	 (20/88)	 42%		 (39/88)	
Nurses	 29%	 (12/42)	 24%	 (10/42)	 48%		 (20/42)	
HCAs		 37%	 (17/46)	 22%	 (10/46)	 41%		 (19/46)	
Nurses	 	 	 	 	 	 	
With	PC	training	 19%	 (10/54)	 13%	 (7/54)	 69%		 (37/54)	
Without	PC	training	 55%	 (27/49)	 24%		 (12/49)	 20%		 (10/49)	
Q	2.		How	confident	do	you	feel	dealing	with	bereavement	issues	with	a	resident’s	family?	
Before	 	 	 	 	 	 	
Total		 32%	 (24/76)	 21%	 (16/76)	 47%	 (36/76)	
Nurses	 27%	 (18/66)	 23%	 (15/66)	 50%		 (33/66)	
HCAs		 	 (2)	 	 (1)	 	 	
After	 	 	 	 	 	 	
Total	 34%	 (30/88)	 18%	 (16/88)	 48%		 (42/88)	
Nurses		 31%	 (13/42)	 19%	 (8/42)	 50%		 (21/42)	
HCAs	 37%	 (17/46)	 17%	 (8/46)	 47%		 (21/46)	
Nurses	 	 	 	 	 	 	
With	PC	training	 15%	 (8/53)	 15%	 (8/53)	 70%		 (37/53)	
Without	PC	training	 42%	 (21/50)	 28%	 (14/50)	 30%		 (15/50)	
Q	3.		How	confident	do	you	feel	setting	up	and	using	a	syringe	driver	to	deliver	
medications	to	a	person	at	the	end	of	life?	a	
Before	 34%	 (27)	 15%		 (11)	 46%	 (36)	
After		 29%	 (13)	 16%	 (7)	 49%		 	(22)	
Nurses	with	PC	training	 22%	 (12/54)	 15%	 (8/54)	 63%		 (34/54)	

























Whether	 a	 syringe	 driver	 shortened	 or	 prolonged	 a	 person’s	 life	 produced	
mixed	views;	29%	(n=35/122)	believed	it	shortened	life,	but	many	believed	it	
depended	 on	 the	 person	 and	 their	 condition.	 Responses	 were	 analogous	
irrespective	of	palliative	care	 training	(with:	28%	(n=20/96)	vs	without:	31%	












few	 linked	 it	 with	 relieving	 dyspnoea	 and	 a	 minority	 in	 treating	 seizures;	






n	 %	 n	 %	
Morphine	 66	 95%	 41	 100%	
Midazolam	 50	 72%	 35	 85%	
Hyoscine	 62	 90%	 33	 80%	
Cyclizine	 28	 41%	 20	 49%	
Metoclopromide	 26	 38%	 20	 49%	
Levomepromazine	 15	 22%	 6	 15%	
Haloperidol	 14	 20%	 7	 17%	
Cyclimorphä	 5a	 7%	 5	a		 12%	
Diamorphine	 4b	 6%	 	 	
Prochlorperazine	 4	 6%	 3	 7%	
Saline	 3	 4%	 	 	
Hydromorphine	 2	 3%	 	 	



































Before	 54%	 (39/72)	 7%	 (5/72)	 18	 10	
After	 69%	 (31/45)	 0%	 (0/45)	 6	 8	
With	PC	
training	
68%	 (41/60)	 2%	 (1/60)	 11	 7	





Before	 8%	 (6/72)	 35%		 (25/72)	 22	 19	
After	 4%	 (2/45)	 53%	 (24/45)	 10	 9	
With	PC	
training	
8%	 (5/60)	 42%	 (25/60)	 20	 10	





Before	 47%	 (34/72)	 4%	 (3/72)	 21	 14	
After	 69%	 (31/45)	 0%	 (0/45)	 10	 4	
With	PC	
training	
60%	 (36/60)	 2%	 (1/60)	 16	 7	











4 3 3 4












Before After PC	training No	PC	Training





















































































Disagree	 Neutral	 Agree	 Strongly	
Agree	
Every	 competent	 person	 has	 the	 right	 to	 accept	 or	 refuse	 medical	
treatment	
Before	 -	 -	 -	 69	 31	
After	 1	 1	 2	 27	 69	
Every	competent	person	can	complete	an	ACD		 Before	 -	 -	 3	 39	 59	
After	 1	 2	 1	 31	 65	
ACDs	are	a	way	of	getting	rid	of	old	people		 Before	 83	 18	 -	 -	 -	
After	 76	 20	 3	 1	 -	
HCPs	are	the	best	people	to	make	health	decisions	for	patients		 Before	 9	 48	 27	 13	 3	
After	 9	 36	 27	 16	 12	
A	patients	 family	are	 the	best	people	 to	make	health	care	decisions	
when	a	patient	no	longer	can	and	has	no	ACD		
Before	 8	 33	 28	 28	 3	
After	 7	 34	 27	 23	 10	
There	is	a	need	for	patients	to	become	more	involved	in	their	health	
care	decisions		
Before	 3	 -	 -	 45	 52	
After	 4	 2	 3	 42	 48	
If	people	are	allowed	 to	make	 their	own	health	care	decisions,	 they	
will	usually	make	the	wrong	decision		
Before	 35	 54	 8	 2	 2	
After	 32	 54	 11	 3	 -	
People	who	 complete	ACDs	 should	 be	 allowed	 to	 leave	 instructions	
which	others	may	feel	are	not	in	their	best	interest	
Before	 5	 14	 13	 55	 14	
After	 4	 18	 13	 45	 20	
ACDs	can	make	the	decision-making	process	for	HCP	easier,	by	letting	
them	know	the	patients	and	family’s	wishes		
Before	 2	 -	 2	 45	 52	
After	 -	 3	 1	 47	 48	
Every	competent	person	should	be	required	to	complete	an	ACD	 Before	 3	 23	 25	 34	 15	
After	 2	 11	 19	 34	 34	
ACDs	can	contribute	to	a	better	patient/HCP	relationship		 Before	 -	 3	 12	 48	 37	
After	 -	 3	 17	 41	 40	




After	 38	 32	 21	 8	 2	
The	elderly	should	be	allowed	to	request	intensive	care	treatment		 Before	 -	 3	 22	 52	 23	
After	 1	 5	 12	 50	 32	
ACDs	are	a	positive	step	towards	greater	patient	autonomy		 Before	 -	 2	 5	 62	 32	
After	 -	 -	 14	 56	 30	
HCPs	should	be	required	to	follow	ACDs		 Before	 -	 3	 2	 67	 27	













Total	 n1	 Total	 n1,n2	








91		 (4/5)	 91		 (8,	10)	 0	
3. Conflicting	opinions	among	family	
members	when	filling	out	ACDs?	
86		 (4/5)	 90		 (7,	9)	 4	
4. Insufficient	education	for	the	
general	public	about	ACDs?	
100	 (5/5)	 80		 (7,10)	 -20	
5. Families	who	have	not	been	
previously	educated	about	ACDs?	
100	 (5/5)	 80		 (7,	9)	 -20	
6. People	who	do	not	want	to	learn	
about	ACDs?	








64		 (2/5)	 68		 (6,	4)	 4	
9. People	who	cannot	understand	the	
concept	of	ACDs?	




73		 (3/5)	 72		 (5,8)	 -1	
11. Staff	lack	of	education	about	the	
ACDs/	ACP?	
91		 (4/5)	 74		 (5,	8)	 -17	
12. Patient/Resident/Client’s	lack	of	
education?	
70		 (3/5)	 72		 (5,	7)	 2	
13. Lack	of	education	about	ACDs	in	
acute	hospitals?	
73		 (3/5)	 68		 (5,	8)	 -5	
14. Old	age	i.e.	older	people	have	more	
difficulty	completing	ACDs?	










86		 (3/5)	 79	 (4,	10)	 -7	
17. Accommodating	the	different	
education	needs	of	patients?	
70		 (1/5)	 76		 (4,	8)	 6	
18. Staff	lack	of	comfort	in	discussing	
ACP?	
73		 (3/5)	 61		 (4,	6)	 -12	
19. Finding	a	private	area	to	discuss	
ACP?	












50		 (1/5)	 44		 (3,	2)	 -6	
23. Different	language	or	need	to	
translate	when	completing	ACDs?	
35		 (0/5)	 42		 (3,	2)	 7	
24. The	area	where	ACDs	are	completed	
is	too	noisy?	
32		 (2/5)	 36		 (3,	4)	 4	
25. Doctors	who	do	not	support	ACDs?	 14		 (1/5)	 36		 (3,	5)	 22	
26. The	lack	of	educational	aids,	e.g.	
books,	videos?	
74		 (4/5)	 62		 (2,	8)	 -12	
27. Patients	ignoring	family	members’	
opinions	when	filling	out	ACDs?	
60		 (2/5)	 50		 (2,	5)	 -10	
28. Cultural	differences	in	attitudes	and	
values	around	life	and	death?	
46		 (0/5)	 50		 (2,	6)	 4	
29. Too	much	conflicting	education	on	
ACDs?	
46		 (1/5)	 45		 (2,	4)	 -1	
30. Nurses	who	do	not	support	ACDs?	 18		 (0/5)	 35		 (2,	4)	 17	
31. Other	staff,	e.g.	administrators,	who	
do	not	support	ACDs?	
5		 (1/5)	 21		 (2,	1)	 16	
32. Low	socio-economic	status?	 33		 (2/5)	 15		 (1,	1)	 -18	



























































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































Characteristic	 Site	1	 Site	2	 Site	3	 Total		
Numbers	of	beds,	n	 61	-	79	 120	-	128	 105-98	 286-305	
Age,	median	(IQR)	
years		
84	(78-90)	 84	(78-91)	 83	(77-90)	 84	(78-90)	
Female	Gender,	%	 77%	 71%	 59%	 68%	
MMSE,	median	(IQR)	 16	(5-22)	 28	(23-30)*	 15	(8-20)**	 17	(8-24)	
MTS,	median	score	 NA	 5	(1-8)	 6	(3-9)	 6	(2-8)	











Access	to	SPC	service	 Yes	 Yes	 Yes	 	
Visiting	Consultant	
Geriatrician		
No	 Yes	 Yes	 	
Distance	to	nearest	
acute	hospital	























	 2010	 2011	 2012	 2013	 2014	 2015	
Beds	 	 	 	 	 	 	
Site	1	 	61	 66	 70	 71	 75	 78	
Site	2	 120	 120	 120	 128	 128	 128	
Site	3	 105	 98	 98	 98	 98	 98	
Total	 286	 284	 288	 297	 301	 304	
All	deaths		 	 	 	 	 	 	
Site	1	 9	 13	 26	 28	 17	 24	
Site	2	 32	 27	 43	 26	 33	 41	
Site	3	 41	 45	 31	 21	 32	 37	
Total	 82	 85	 100	 75	 82	 102	
Deaths/available	beds/year	 	 	 	 	
Site	1	 0.13	 0.17	 0.27	 0.28	 0.19	 0.24	
Site	2	 0.21	 0.18	 0.26	 0.17	 0.21	 0.24	
Site	3	 0.28	 0.32	 0.24	 0.18	 0.25	 0.27	
Total	 0.22	 0.23	 0.26	 0.20	 0.21	 0.25	
Deaths	in	hospital	n,	(%)	 	 	 	 	
Site	1	 1	(11%)	 2	(15%)	 1	(4%)	 5	(12%)	 2	(12%)	 3	(13%)	
Site	2	 6	(19%)	 3	(11%)	 4	(9%)	 2	(8%)	 4	(12%)	 1	(2%)	
Site	3	 2	(5%)	 3	(7%)	 0	(0%)	 1	(5%)	 0	(0%)	 2	(5%)	





























































	 Before	 After	 	
Resident	beds	 286-288	 297-305	 	
Decedents,	n	 126*	 70	 	
Gender,	Male	%	 45%	 28%	 p	=	0.021	
Age	at	death,	mean	(SD)	 85.4		 (8.5)	 85.7		 (7.4)	 p	=	0.82	
MMSE,	mean	(95%CI)	 10.6		(6.7,	14.4)	 12.4	(8.3,16.6)	 p	=	0.51	
CCI,	median	(IQR)	 7																	(6,	9)	 7															(5,	8)	 p	=	0.41	
ACDs,	n	(%)	 1	 (1%)	 11		 (16%)	 p	<	0.0001	
EOLCP,	n	(%)	 15		 (12%)	 31	 (44%)	 p	<	0.0001	
DNR	only,	n	(%)	 8		 (6%)	 2		 (2%)	 p	=	0.29	
DNH	only,	n	(%)	 6		 (5%)	 0	 - -	p	=	0.064	
DNR	and	DNH,	n	(%)	 34		 (27%)	 17		 (24%)	 p	=	0.68	
Verbal	wishes	 0	 -	 1		 (1%)	 p	=	0.18	







































































































































































































	 Total	 Site	1	 Site	2	 Site	3	






ACD,	n	(%)	 61	(21%)	 15	(19%)	 25	(20%)	 21	(25%)	
EOLCP,	n	(%)	 142	(49%)	 36	(46%)	 80	(63%)	 26	(31%)	
DNRDNH,	n	(%)	 8	(3%)	 0	 8	(6%)	 0		
DNR	only,	n	(%)	 2	(1%)	 2	(3%)	 0	 0	























































































%	 n	 %	 n	 %	 n	


























































	 Site	2	 Site	1	 Site	3	 	
Residents	admitted	
post	July	2013,	n	









































































































	 Before	 After	 P	value	 Plan	for	End	of	Life	Care	 P	value	
Known		 Not	Known	
Decedents,	n	 126	 70	 	 126	 70	 	
QODD	respondents,	n	(%	response	rate)	 85	(68%)	 51	(73%)	 0.43	 95	(75%)	 41(59%)	 0.014	
From	Before	period,	n	(%)	 	 	 	 47	(49%)	 38	(93%)	 <0.0001	
Deceased	Relative	had	care	plan	for	end	of	life,	n	(%)	 46	(54%)	 48	(69%)	 <0.0001	 	 	 	
Respondent	was	spouse,	n	(%)	 7	(8%)	 5	(10%)	 0.81	 8	(9%)	 4	(10%)	 0.81	
Respondent	was	a	son/daughter,	n	(%)	 45	(54%)	 37	(73%)	 0.05	 61	(66%)	 18	(45%)	 0.022	
Respondent	was	a	sibling,	n	(%)	 8	(10%)	 2	(4%)	 0.21	 4	(4%)	 6	(15%)	 0.033	
Respondent	another	relation	of	decedent,	n	(5%)	 23	(28%)	 8	(16%)	 0.098	 19	(21%)	 12	(30%)	 0.24	
Female	respondent,	n	(%)	 43	(51%)	 34	(67%)	 0.05	 59	(63%)	 18	(44%)	 0.042	
Respondent	age	in	years,	mean	(SD)	 58	(10.6)		 60	(12.2)		 	 59	(11.2)		 59	(12.3)		 	
Spent	time	with	decedent	in	last	week,	n	(%)	 83	(98%)	 50	(98%)	 0.91	 93	(98%)	 40	(96%)	 0.91	
Present	at	death,	n	(%)	 47	(55%)	 37	(73%)	 0.04^	 63	(68%)	 21	(51%)	 0.068	
Not	present	at	death,	but	death	was	sudden,	n	(%)	 8	(21%)	 3	(25%)	 	 7	(23%)	 4	(24%)	 	
Someone	present	at	death,	n	(%)	 67	(79%)	 49	(96%)	 0.02^^	 81	(85%)	 28	(78%)	 	
Respondent	expected	the	death,	n	(%)	 69	(82%)	 40	(78%)	 	 75	(80%)	 28	(78%)	 	


























Good/very	good	 83	(98%)	 49	(92%)	 92	(97%)	 33	(92%)	
Quality	of	care	
Good/very	good	 83	(98%)	 49	(92%)	 92	(97%)	 35	(97%)	
In	Pain		
None/Little	of	the	time	 47	(63%)	 29	(81%)	 54	(62%)	 18	(58%)	
Most/All	of	the	time	 2	(3%)	 3	(6%)	 4	(5%)	 1	(3%)	
Able	to	breath	comfortably		
None/Little	of	the	time	 6	(7%)	 4	(8%)	 6	(7%)	 4	(11%)	
Most/All	of	the	time	 59	(70%)	 39	(80%)	 70	(76%)	 24	(67%)	
Comfortable	 	 	 	 	
None/Little	of	the	time	 8	(10%)	 2	(4%)	 6	(6%)	 4	(11%)	
Most/All	of	the	time	 57	(70%)	 36	(73%)	 65	(71%)	 23	(66%)	
Anxiety	 	 	 	 	
None/Little	of	the	time	 65	(78%)	 31	(69%)	 65	(74%)	 27	(77%)	
Most/All	of	the	time	 1	(1%)	 2	(4%)	 2	(2%)	 1	(3%)	
Signs	of	enjoyment	in	the	last	week,	e.g.	smile	or	laughing	
None/Little	of	the	time	 47	(57%)	 27	(56%)	 50	(55%)	 19	(54%)	
Most/All	of	the	time	 10	(12%)	 5	(10%)	 12	(13%)	 3	(9%)	
Resident	was	treated	with	dignity	and	their	self-respect	was	maintained:	
None/Little	of	the	time	 5	(6%)	 0	 2	(2%)	 3	(9%)	
Most/All	of	the	time	 77	(92%)	 49	(98%)	 90	(97%)	 31	(89%)	
Decedent	felt	a	strain	on	loved	ones	
None/Little	of	the	time	 65	(84%)	 37	(80%)	 74	(84%)	 23	(77%)	























Decedent	said	“goodbyes”	 21	(27%)	 22	(49%)	 33	(36%)	 9	(25%)	
Resident	had	funeral	plans	 24	(30%)	 20	(40%)	 31	(33%)	 11	(31%)	
As	far	as	respondent	knew,	end	of	life	care	decisions	were	discussed	with	
Resident	 8	(10%)	 9	(18%)	 14	(15%)	 2	(6%)	



























































































































































































































































































































































































































































































































































	 	 Decedents	 	
	 Total	 Before	 After	 	
Resident	beds	 286	–	305	 286-288	 297-305	 	
Decedents,	n	 196*	 126*	 70	 	
Died	in	hospital,	n	(%)	 18	 9	(7%)	 9	(13%)	 	
Gender,	Male	%	(n)	 39%	 (77)	 45%	 (57)	 29%	 (20)	 p	=	0.021	
Age	at	death,	mean	(SD)	 85.5	 (8.2)	 85.4		 (8.5)	 85.7		 (7.4)	 p	=	0.82	











Sudden	deaths	 10%	 (19)	 11%	 (14)	 7%	 (5)	 p	=	0.37	
Dying	Dx	(excluding	
sudden	deaths)	
94%	 (162)	 93%	 (99)	 97%	 (63)	 p	=	0.23	
Dying	Dx	and	seen	by	
SPC,	%	(n)	
25%	 (41/162)	 26%		 (26/99)	 24%		 (15/63)	 P	=	0.73	











Documented	diagnoses	 	 	 	 	 	 	 	
Dementia	 116	 (61%)	 85	 (70%)	 31	 (44%)	 	
Undocumented	
dementia	
54	 (28%)	 24	 (20%)	 30	 (43%)	 	
Stroke	disease	 55	 (28%)	 37	 (31%)	 18	 (26%)	 	
Cancer	 50	 (26%)	 33	 (27%)	 17		 (24%)	 	
COPD	 47	 (25%)	 27	 (22%)	 20	 (29%)	 	
Cardiac	failure	 64	 (34%)	 37	 (31%)	 27	 (39%)	 	
Diabetes	 32	 (17%)	 18	 (15%)	 14	 (20%)	 	






































































	 Total	 Before	 After	 	













7	(5,10)	range	0	to	18	 7	(5,	10)	range	0	to	18	 7	(5,	10)	range	0	to	14	 U=	2959	
p	=	0.78	




































4	(2,5)	range	0	to	10	 4	(2,5)	range	0	to	7	 3	(2,4)	range	0	to	10	 U	=	2866	
p	=	0.54	



































































































































































	 %	 n	 %	 n	 %	 n	 %	 %	
Antidepressant	 59	 112	 5	 10	 37	 71	 42	 58	
Proton	Pump	Inhibitor	 55	 105	 4	 7	 41	 79	 29	 71	
Laxative	 50	 95	 7	 14	 43	 81	 26	 74	
Antiplatelets	(total)	 47	 89	 2	 3	 30	 57	 38	 62	
Aspirin	 36	 69	 0	 0	 22	 42	 39	 61	
Clopidogrel/	
Dipyridamole	
10	 20	 2	 3	 8	 15	 35	 65	
Benzodiazepine	 37	 71	 3	 5	 31	 60	 21	 79	
Diuretics	total)	 37	 71	 8	 15	 28	 53	 38	 62	
Loop	diuretic	 29	 55	 7	 13	 25	 47	 31	 69	
Thiazide	 6	 12	 1	 1	 2	 3	 77	 23	
K	sparing	 2	 4	 1	 1	 2	 3	 40	 60	
Paracetamol	 36	 68	 4	 7	 32	 62	 17	 83	
Opioids	total	 34	 64	 19	 36	 34	 64	 36	 64	
Transdermal	opioids	 26	 49	 7	 13	 25	 48	 23	 77	
Oral	opioids	 8	 15	 12	 23	 8	 16	 58	 42	
Bronchodilator	
(inhaled)	
28	 54	 4	 8	 26	 49	 21	 79	
Steroid	inhaled	 9	 18	 1	 1	 9	 18	 5	 95	
Steroid	oral	(>14/7)	 8	 16	 0	 0	 7	 14	 13	 88	
Cholinesterase	
Inhibitor/Memantine	
25	 48	 2	 3	 17	 32	 37	 63	
Antipsychotic	 24	 46	 5	 9	 14	 27	 51	 49	
Beta	blocker	 24	 46	 2	 4	 14	 27	 46	 54	
ACE	inhibitor	or	ARB	 23	 43	 2	 4	 17	 32	 32	 68	
Statin/Cholesterol	
lowering	agent	
17	 32	 0	 0	 9	 18	 44	 56	
Warfarin	 9	 18	 0	 0	 5	 10	 44	 56	
LMWH	 2	 4	 0	 0	 1	 2	 50	 50	
Direct	Oral	
Anticoagulant	
1	 2	 0	 0	 1	 1	 50	 50	
Digoxin	 7	 13	 2	 4	 5	 10	 41	 59	
Alpha	blocker	 12	 22	 0	 0	 6	 11	 50	 50	
Amlodipine/	
Lercanidipine	
6	 12	 0	 0	 4	 7	 42	 58	
Other	cardiac	drugs	 8	 15	 1	 1	 6	 11	 31	 69	




Parkinson’s	treatment	 6	 11	 0	 0	 4	 8	 27	 73	
Bisphosphonate	 4	 8	 0	 0	 1	 1	 88	 13	
Calcium/Vitamin	D	 16	 30	 0	 0	 10	 19	 37	 63	
Iron	supplement	 15	 29	 0	 0	 9	 17	 41	 59	
Folic	acid	supplement	 13	 24	 0	 0	 8	 15	 38	 63	
Diabetic	medication	 12	 22	 1	 2	 9	 18	 25	 75	
Antihistamine	 11	 21	 2	 4	 7	 14	 44	 56	
Thyroxine	 11	 21	 1	 1	 6	 12	 45	 55	
5A	reductase	inhibitor	 6	 12	 0	 0	 3	 5	 58	 42	
Anticholinergic	
(bladder)	
3	 6	 0	 0	 2	 4	 33	 67	
GnRH/LHRH	agonist	 2	 4	 0	 0	 2	 3	 25	 75	
Prophylactic	antibiotic	 5	 10	 0	 0	 3	 6	 40	 60	
NSAID	po	(top)	 5	 9	 1	 2	 3	 6	 45	 55	
Antiemetic	 4	 8	 3	 5	 3	 5	 62	 38	






• Opioids		 	 (OR	=	16.4	(95%	CI	5.8,	46.1)	c2	=	40.79,	p	<0.0001)	
• Antisecretory		 (OR	=	10.0	(95%	CI	4.0,	25.2)	c2	=	30.48,	p	<0.0001)	







• Opioids	 	 (OR	=	1.2	(95%	CI	0.5,	2.4)	c2	=	0.16,	p	=	0.69)	
• Antisecretory		 (OR	=	0.7	(95%	CI	0.3,	1.5)	c2	=	0.69,	p	=	0.41)	









• Opioids	 	 (OR	1.4	(95%	CI	0.7,	3.0),	c2	=	0.90,	p	=	0.34)	
• Benzodiazepines	 (OR	1.3	(95%	CI	0.5,	3.5),	c2	=	0.27,	p	=	0.60)	
• Antisecretory		 (OR	1.9	(95%	CI	0.9,	4.2),	c2	=	2.53,	p	=	0.11)	


















%	 n	(of	11)	 %	 n	(of	159)	
PRN	parenteral	opioids,	%	(n)	 0%	 (0)	 46%	 (5)	 77%	 (123)	 p	<0.0001	
PRN	parenteral	benzodiazepines,	%	(n)	 6%	 (1)	 18%	 (2)	 47%	 (75)	 p	=	0.002	
PRN	parenteral	antisecretory,	%	(n)	 6%	 (1)	 55%	 (6)	 76%	 (121)	 p	<0.0001	




0	medications	 63%	 (12)	 9%	 (1)	 12%	 (19)	 	
1	medication	 28%	 (5)	 27%	 (3)	 5%	 (10)	 	
2	medications	 6%	 (1)	 36%	 (4)	 13%	 (18)	 	
3	medications	 0%	 (0)	 18%	 (2)	 40%	 (66)	 	
4	medications	 0%	 (0)	 9%	 (1)	 31%	 (46)	 	
Number	of	these	parenteral	anticipatory	
medications	prescribed,	median	(IQR)	
























%	 n	(of	159)	 %	 n	(of	97)	 %	 n	(of	62)	
PRN	parenteral	opioids,	%	(n)	 77%	 (123)	 76%	 (74)	 79%	 (49)	 p	=	0.69	
Prescribed	PRN	parenteral	opioids	given	 60%	 (74/123)	 57%	 (42/74)	 65%	 (32/49)	 p	=	0.34	
PRN	parenteral	benzodiazepines,	%	(n)	 47%	 (75)	 40%	 (39)	 58%	 (36)	 p	=	0.03	
Prescribed	PRN	parenteral	benzodiazepines	given	 69%	 (52/75)	 66%	 (26/39)	 72%	 (26/36)	 p	=	0.60	
PRN	parenteral	antisecretory,	%	(n)	 76%	 (121)	 78%	 (76)	 73%	 (45)	 p	=	0.41	
Prescribed	PRN	parenteral	antisecretory	given	 62%	 (75/121)	 57%	 (43/76)	 71%	 (32/45)	 p	=	0.11	
PRN	parenteral	antiemetic,	%	(n)	 69%	 (109)	 73%	 (71)	 61%	 (38)	 p	=	0.15	




0	medication	 12%	 (19)	 11%	 (11)	 13%	 (8)	 	
1	medication	 6%	 (10)	 7%	 (7)	 5%	 (3)	 	
2	medications	 11%	 (18)	 12%	 (12)	 10%	 (6)	 	
3	medications	 42%	 (66)	 40%	 (39)	 44%	 (27)	 	
4	medications	 29%	 (46)	 29%	 (28)	 29%	 (18)	 	
Number	of	these	parenteral	anticipatory	
medications	prescribed,	median	(IQR)	






































%	 n	 %	 n	 %	 n	
Pain	present	 61%	 75/122	 30%	 36/122	 9%	 11/122	
Paracetamol	prescribed	 93%	 70/75	 83%	 30/36	 91%	 10/11	
PRN	Paracetamol	doses	given	 Median	1	dose	(IQR	0,	7)		 Median	0	doses	(IQR	0,	2)	 Median	0	doses	(IQR	0,	1.5)	
PRN	oral	opioid	prescribed	 32%	 24/75	 53%	 19/36	 64%	 7/11	
Decedents	who	received	PRN	oral	opioid	
doses	in	last	week,	median	doses	given	(IQR)	






















%	 n	 %	 n	 %	 n	
Able	to	breath	easily	 1%	 10/129	 11%	 14/129	 81%	 105/129	
PRN	oral	opioid	prescribed	 50%	 5/10	 43%	 6/14	 57%	 60/105	
PRN	oral	opioid	given	in	last	week,	median	
doses	
40%	 2/5	 50%	 3/6	 42%	 25/60	
5	doses	given	to	2	people	 15	doses	given	to	3	people	 Median	3	doses	(IQR	2,6)	














50%	 2/4	 50%	 3/6	 62%	 31/50	
2	given	1	dose	each	 9	doses	given	to	3	people	 Median	3	doses	(IQR	1,	4.5)	
























































































































































































































































































































































































































































































































































































































































































































































































































































“You can’t always get what you want 
But if you try sometimes
You just might find
You just might find 
You get what you need”















































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































Do	you	have	a	will?	 	 	 	 	 	 	 	 Yes	□	 No	
□	 	
Before	today	did	you	know	what	an	advance	directive	was?	 	 	 Yes	□	 No	
□	 		
Have	you	any	previous	experience	of	Advance	Directives?								 	 	 Yes	□	 No	
□	
Have	you	ever	dealt	with	a	patient	who	had	an	Advance	Directive?	 	 Yes	□	 No	
□	
Do	you	have	an	Advance	Directive?	 	 	 	 	 	 Yes	□	 No	
□	
If	you	don’t	have	an	Advance	Directive	would	you	complete	one?	 	 Yes	□	 No	
□	
If	a	friend	or	relative	asked	you	to	be	a	proxy	for	an	Advance	Directive,	would	you?		Yes	□		












































Advance	Directives	are	a	good	idea	 1	 2	 3	 4	 5	
You	would	recommend	to	people	to	fill	out	an	Advance	Directive	 1	 2	 3	 4	 5	
If	you	were	presented	with	a	patient’s	Advance	Directive,	you	would	
feel	comfortable	following	it	
1	 2	 3	 4	 5	
If	there	were	no	medico-legal	implications,	you	would	be	more	inclined	
to	follow	an	Advance	Directive	
1	 2	 3	 4	 5	
















































Your	family	would	find	it	difficult	to	make	decisions	for	you	 1	 2	 3	 4	 5	
Your	family	should	be	allowed	to	make	a	“directive”,	expressing	the	
wishes	of	the	family	with	regards	your	care	
1	 2	 3	 4	 5	
You	would	receive	treatment	that’s	not	consistent	with	your	wishes	 1	 2	 3	 4	 5	
You	would	receive	treatment	that	is	too	aggressive	 1	 2	 3	 4	 5	
You	would	receive	treatment	that	is	not	aggressive	enough	 1	 2	 3	 4	 5	























































Your	doctor	 1	 2	 3	 4	 5	
Your	family	 1	 2	 3	 4	 5	
Your	family	and	doctor	together	 1	 2	 3	 4	 5	
A	living	will	stating	your	treatment	choices	 1	 2	 3	 4	 5	
A	living	will	and	a	proxy	(someone	nominated	by	you	to	
act	on	your	behalf)	
1	 2	 3	 4	 5	
	
When	do	you	think	is	the	best	time	to	complete	an	advance	directive?		
Now	while	in	good	health	 	 	 	 Yes	□	 No	□	

















































1	 2	 3	 4	 5	
You	find	it	harder	dealing	with	patients	at	the	end	of	life	compared	to	
other	patients	
1	 2	 3	 4	 5	
You	feel	confident	managing	patients	symptoms	at	the	end	of	life	 1	 2	 3	 4	 5	





You	feel	comfortable	dealing	with	relatives	of	patients	at	the	end	of	life	 1	 2	 3	 4	 5	
You	feel	comfortable	dealing	with	bereaved	family	of	patients	who	
have	died	
1	 2	 3	 4	 5	
You	have	adequate	training	in	care	at	the	end	of	life	 1	 2	 3	 4	 5	


















































































































Patient’s	Age	 1	 2	 3	 4	 5	
Level	of	confusion	 1	 2	 3	 4	 5	
Duration	of	confusion	 1	 2	 3	 4	 5	
Duration	of	Nursing	home	stay	 1	 2	 3	 4	 5	
Incontinence	of	Urine	 1	 2	 3	 4	 5	
Incontinence	of	Faeces	 1	 2	 3	 4	 5	
Inability	to	recognise	Family	 1	 2	 3	 4	 5	
Inability	to	walk	without	help	 1	 2	 3	 4	 5	
Patient’s	family	being	uncontactable	 1	 2	 3	 4	 5	
Lack	of	knowledge	of	patients	current	or	prior	wishes	 1	 2	 3	 4	 5	
Duty	of	care	to	preserve	life	as	a	doctor	 1	 2	 3	 4	 5	
Fear	of	legal	action	 1	 2	 3	 4	 5	
Likelihood	of	prolonged	time	on	a	trolley	in	Accident	&	Emergency	 1	 2	 3	 4	 5	
Concern	over	conserving	scarce	hospital	resources	 1	 2	 3	 4	 5	




Your	own	personal	experience	with	a	family	member	or	friend	 1	 2	 3	 4	 5	
Your	experience	of	dealing	with	families	in	similar	situations	 1	 2	 3	 4	 5	









1. Persistent	Vegetative	State		 	 	 	 	 	
(permanent	coma,	unable	to	move,	communicate	or	feed)	 Yes	□	 	 No	
□	
2. Unable	to	recognise	family	 	 	 	 	 Yes	□	 	 No	
□	
3. Unable	to	communicate	with	family	(or	others)		 	 Yes	□	 	 No	
□	
4. Unable	to	wash	or	dress	oneself	 	 	 	 Yes	□	 	 No	
□	
5. Unable	to	move	both	arms	and	legs	 	 	 	 Yes	□	 	 No	
□	 	
6. Unable	to	walk	even	with	help	 	 	 	 	 Yes	□	 	 No	
□	
7. Blindness	 	 	 	 	 	 	 Yes	□	 	 No	
□	
8. Deafness	 	 	 	 	 	 	 Yes	□	 	 No	
□	


































































































































































































































































































1. What	is	your	gender?(Circle)			 Male	 	 Female	
	
2. What	is	your	age? 	 	 	 	
	
3. What	is	your	current	job?	
☐	Registered	Nurse	 	 	 	 ☐	Physician	
☐	Clinical	Nurse	Specialist	 	 	 ☐	Healthcare	Assistant	

























Strongly	Disagree	 	 Disagree	 Neutral	 	 Agree	 	 Strongly	Agree	
	
2. Every	competent	person	can	complete	an	advance	care	directive.	
Strongly	Disagree	 	 Disagree	 Neutral	 	 Agree	 	 Strongly	Agree	
	
3. Advance	care	directives	are	a	way	of	getting	rid	of	old	people.	
Strongly	Disagree	 	 Disagree	 Neutral	 	 Agree	 	 Strongly	Agree	
	
4. Health	care	professionals	are	the	best	people	to	make	health	care	decisions	for	patients.	




Strongly	Disagree	 	 Disagree	 Neutral	 	 Agree	 	 Strongly	Agree	
	
6. There	is	a	need	for	patients	to	be	more	involved	in	their	health	care	decisions.	












Strongly	Disagree	 	 Disagree	 Neutral	 	 Agree	 	 Strongly	Agree	
	
10. Every	competent	person	should	be	required	to	complete	an	advance	care	directive.	
Strongly	Disagree	 	 Disagree	 Neutral	 	 Agree	 	 Strongly	Agree	
	
11. Advance	care	directives	can	contribute	to	a	better	patient/health	care	professional	relationship.	
Strongly	Disagree	 	 Disagree	 Neutral	 	 Agree	 	 Strongly	Agree	
	
12. Advance	care	directives	are	a	step	on	the	road	to	legalised	euthanasia.	
Strongly	Disagree	 	 Disagree	 Neutral	 	 Agree	 	 Strongly	Agree	
	
13. The	elderly	should	be	allowed	to	request	intensive	care	treatment.	
Strongly	Disagree	 	 Disagree	 Neutral	 	 Agree	 	 Strongly	Agree	
	
14. Advance	care	directives	are	a	positive	step	towards	greater	patient	autonomy.	
Strongly	Disagree	 	 Disagree	 Neutral	 	 Agree	 	 Strongly	Agree	
	
15. Health	care	providers	should	be	required	to	follow	advance	care	directives.	
















	 Very	useful	 					 Quite	useful	 	 A	little	useful	 	 Not	useful	
	










5.	Did	you	undertake	the	‘Final	Journeys’		Palliative	Care	training?		 YES		 	 NO	
	






























Below is a list of topics relating to delivering end-of-life palliative care in long-term care. 
If you think further information on a topic will assist you in providing better end-of-life palliative care to 
your residents, please circle “YES”.  
Circle “NO” if the topic is not a learning need for you. 
 
EDUCATIONAL TOPICS 










1. Advance Directives, Power of Attorney, and Living Wills Yes No    
2. Determining a person’s mental Competency Yes No    
3. Understanding Personal Autonomy  Yes No    
4. Primary Roles of the Palliative Care Team Yes No    
5. Understanding the Physiological Impact of Life-
Threatening Illnesses Yes No 
   
6. Stages of the Dying Process Yes No    
7. Physical Changes as Death Approaches Yes No    
8. Diagnosing Dying Yes No    
9. Pain and Symptoms Assessment Yes No    
10. Assessment and Management of Nausea Yes No    
11. Assessment and Management of Incontinence Yes No    
12. Assessment and Management of Loss of 
Appetite/Weight/Taste Yes No 
   
13. Assessment and Management of Dyspnoea Yes No    
14. Assessment and Management of Impaired Swallowing Yes No    
15. Assessment and Management of Confusion and 
Agitation Yes No 
   
16. Assessment and Management of Dehydration Yes No    
17. Management of Fatigue Yes No    
18. Management of “death rattle” or respiratory secretions Yes No    
19. Pharmacological Management of Pain and opioids (e.g. 
morphine) Yes No 
   
20. Non-Pharmacological Management of Pain (e.g. 
biofeedback) Yes No 
   
21. Assessment and Management of Sleep Disorders Yes No    
22. Maintaining Mobility/Preventing Complications of 
Immobility Yes No 
   
23. Maintaining Self-Care Activities (e.g. mouth care) Yes No    
24. Management of the Nutrition as Death Approaches Yes No    
25. Understanding the Emotional Needs of the Dying 
Person Yes No 
   
26. Managing the Emotional Impact on Families as Death 
nears Yes No 
   
27. Stress Management for the Individual and Family Yes No    
28. Crisis Management for the Individual and Family Yes No    
29. Management of Grief and Bereavement Yes No    
30. Spiritual Needs of the Individual and Family Yes No    
31. Ethical, Religious, and Legal Implications of Dying Yes No    
32. Culture and Death Yes No    
33. Counselling the Family Yes No    
34. Stress Management for Staff Yes No    
35. Developing Communication and History-Taking Skills Yes No    
36. Support Services for the Family and the Individual Yes No    






13. How confident do you feel discussing end of life issues with a resident or their family? (circle answer) 
Not at all confident A little unconfident Neutral  Confident Very confident 
 
14. How confident do you feel dealing with bereavement issues with a resident’s family? (circle answer) 
Not at all confident A little unconfident Neutral  Confident Very confident 
 
15. How confident do you feel setting up and using a syringe driver to deliver medications to a person at 
the end of life? (circle answer) 
Not at all confident A little unconfident Neutral  Confident Very confident 
 
16. Name 5 drugs that you commonly used in a syringe driver at the end of life and for what symptoms 
you use them. 
 
1. Drug: ____________________________used for _______________________________________ 
2. Drug: ____________________________used for _______________________________________ 
3. Drug: ____________________________used for _______________________________________ 
4. Drug: ____________________________used for _______________________________________ 
5. Drug: ____________________________used for _______________________________________ 
 
17. What do you most commonly use to dilute the medications in a syringe driver? Please circle: 
Water for injection  Saline  Not sure 
 
18. Does it matter which you use to dilute?   




19. Which of the following can be used in combination in a syringe driver? 
Cyclizine and morphine   Yes  No  Not Sure 
Cyclizine and metoclopromide  Yes  No  Not Sure 
Morphine and metoclopromide  Yes  No  Not Sure 
 





















Workshops	 Magazines	 Books	 	 Lectures	Articles	
Other	(Please	specify):	______________________________________________________	
2. Do	you	have	previous	experience	with	advance	care	directives?	(Circle)	 	Yes	 No	



















Excellent		 Very	good	 					 Quite	good	 	 Adequate	 Inadequate	
	
2.						Did	you	have	enough	opportunity	to	meet	with	UCC	Study	personnel?		 	 YES		 NO	
	
3.						Did	you	have	enough	opportunity	to	give	feedback	to	Study	personnel?			 	 YES		 NO	
4.						How	confident	do	you	feel	about	going	through	the	‘Let	Me	Decide’	process	with	a	resident		
									who	has	capacity	to	complete	their	own	advance	care	directive?	
Very	confident		 	 	Moderately		 		 							Adequately	 	 			Not	at	all	
5.						How	confident	do	you	feel	about	going	through	the	‘Let	Me	Decide’	process	for	a	resident		
									who	lacks	capacity	to	complete	the	‘Let	Me	Decide’	advance	care	directive?	
Very	confident		 	 	Moderately		 		 							Adequately	 	 			Not	at	all	
	
4.	How	useful	did	you	find	the	‘Let	Me	Decide’	Process	for	your	Competent	Residents?	
Very	useful	 					 Quite	useful	 	 A	little	useful	 	 Not	very	useful	 	
	
5.	How	useful	did	you	find	the	‘Let	Me	Decide’	Process	for	Residents	who	lack	capacity	and	for	their	families?	









1	 	 	 2	 	 	 3	 	 	 4	 	 	 5	




1	 	 	 2	 	 	 3	 	 	 4	 	 	 5	








































































































14	 People	who	do	not	want	to	learn	about	advance	care	directives?	 N		Y	 1					2					3					4						5	





































23	 Nurses	who	do	not	support	advance	care	directives?	 N		Y	 1					2					3					4						5	







27	 Finding	a	private	area	to	discuss	advance	care	planning?	 N		Y	 1					2					3					4						5	








































































































Very	poor	 Poor	 Average	 Good	 Very	Good	 Don’t	know	
B.4	 The	space	where	you	could	talk	
privately	with	staff	 		 		 		 		 		 		
B.5	 The	space	where	you	could	talk	
privately	with	your	relative	or	friend	 		 		 		 		 		 		
B.6	 You	could	stay	as	long	as	your	
relative	or	friend	wanted	you	to	 		 		 		 		 		 		
B.7	 How	did	staff	respond	to	your	
queries	or	requests	 		 		 		 		 		 		
B.8	 What	did	you	think	of	the	quality	of	
care	provided	by	the	staff	 		 		 		 		 		 		
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QODD:	Quality	of	Dying	and	Death	Questionnaire	(seven	day	version)		
	
Section	C:	Quality	of	life	in	the	last	week		
The	following	questions	are	about	your	relative	or	friends	experience	during	their	last	week	of	their	life.	
Please	answer	each	question	even	if	they	were	unconscious	for	some	or	all	of	the	time.	
Some	of	the	questions	relate	to	problems	such	as	a	person’s	ability	to	eat	or	drink,	control	going	to	the	toilet	or	
their	ability	to	communicate.	For	some	people	such	as	people	with	advanced	dementia,	these	may	have	been	
problems	for	many	months,	if	this	was	the	case	for	your	relative	or	friend,	please	indicate	when	they	last	would	
have	had	no	problem	in	that	area.	
	
C.1a	 Did	your	relative	or	friend	
have	physical	pain?	
None	
of	the	
time			
A	little	of	
the	time		
	
		
Some	of	
the	time		
	
		
A	good	
bit	of	
the	time			
Most	
of	the	
time			
All	of	
the	
time			
Don’t	
know		
	
		
C.1b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.2a	 Was	your	relative	or	friend	
able	to	eat	or	drink?	
None	
of	the	
time			
A	little	of	
the	time		
	
		
Some	of	
the	time		
	
		
A	good	
bit	of	
the	time			
Most	
of	the	
time			
All	of	
the	
time			
Don’t	
know		
	
		
C.2b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.3a	 Was	your	relative	or	friend	
able	to	breathe	comfortably?	
None	
of	the	
time			
A	little	of	
the	time		
	
		
Some	of	
the	time		
	
		
A	good	
bit	of	
the	time			
Most	
of	the	
time			
All	of	
the	
time			
Don’t	
know		
	
		
C.3b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.4a	 Did	your	relative	or	friend	
seem	comfortable	and	at	ease?	
None	
of	the	
time			
A	little	of	
the	time		
	
		
Some	of	
the	time		
	
		
A	good	
bit	of	
the	time			
Most	
of	the	
time			
All	of	
the	
time			
Don’t	
know		
	
		
C.4b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.5a	 Did	your	relative	or	friend	
seem	anxious	or	afraid?	
None	
of	the	
time			
A	little	of	
the	time		
	
		
Some	of	
the	time		
	
		
A	good	
bit	of	
the	time			
Most	
of	the	
time			
All	of	
the	
time			
Don’t	
know		
	
		
C.5b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1	 				2						3						4						5						6						7						8						9						10			
Don’t	
know			
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QODD:	Quality	of	Dying	and	Death	Questionnaire	(seven	day	version)		
	
	
C.6a	 Did	your	relative	or	friend	
smile,	laugh	or	show	signs	of	
enjoyment	in	their	last	week?	
None	
of	the	
time			
A	little	of	
the	time		
	
		
Some	of	
the	time		
	
		
A	good	
bit	of	
the	time			
Most	
of	the	
time			
All	of	
the	
time			
Don’t	
know		
	
		
C.6b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.7a	 Did	your	relative	or	friend	
seem	to	have	the	energy	to	do	
most	of	the	things	that	they	
wanted	to	do?	
None	
of	the	
time			
A	little	of	
the	time		
	
		
Some	of	
the	time		
	
		
A	good	
bit	of	
the	time			
Most	
of	the	
time			
All	of	
the	
time			
Don’t	
know		
	
		
C.7b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.8a	 Was	your	relative	or	friend	
able	to	physically	control	when	
they	went	to	the	toilet?	
None	
of	the	
time			
A	little	of	
the	time		
	
		
Some	of	
the	time		
	
		
A	good	
bit	of	
the	time			
Most	
of	the	
time			
All	of	
the	
time			
Don’t	
know		
	
		
C.8b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.9a	 Was	your	relative	or	friend’s	
dignity	and	self	respect	
maintained?	
None	
of	the	
time			
A	little	of	
the	time		
	
		
Some	of	
the	time		
	
		
A	good	
bit	of	
the	time			
Most	
of	the	
time			
All	of	
the	
time			
Don’t	
know		
	
		
C.9b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.10a	 Was	your	relative	or	friend	
helped	to	spend	time	with	their	
family	in	the	way	they	wanted	
to?	
None	
of	the	
time			
A	little	of	
the	time		
	
		
Some	of	
the	time		
	
		
A	good	
bit	of	
the	time			
Most	
of	the	
time			
All	of	
the	
time			
Don’t	
know		
	
		
C.10b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.11a	 Was	your	relative	or	friend	
helped	to	spend	time	alone	in	
the	way	they	wanted	to?	
None	
of	the	
time			
A	little	of	
the	time		
	
		
Some	of	
the	time		
	
		
A	good	
bit	of	
the	time			
Most	
of	the	
time			
All	of	
the	
time			
Don’t	
know		
	
		
C.11b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
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QODD:	Quality	of	Dying	and	Death	Questionnaire	(seven	day	version)		
	
	
C.12a	 Did	your	relative	or	friend	
seem	worried	about	causing	
strain	to	his	or	her	loved	ones?	
None	
of	the	
time			
A	little	of	
the	time		
	
		
Some	of	
the	time		
	
		
A	good	
bit	of	
the	time			
Most	
of	the	
time			
All	of	
the	
time			
Don’t	
know		
	
		
C.12b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.13a	 Did	your	relative	or	friend	
have	his	or	her	loved	ones	
around	them	in	the	last	week	of	
life?	
	
Yes				
	
No			
Don’t	
know		
		
C.13b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.14a	 Did	your	relative	or	friend	say	
goodbye	to	their	loved	ones?	 Yes				 No			
Don’t	
know		
		
C.14b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.15a	 Did	your	relative	or	friend	
seem	to	have	meaning	and	
purpose	in	their	life?	
	
Yes				
	
No			
Don’t	
know		
		
C.15b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.16a	 Did	your	relative	or	friend	
have	any	money	worries,	such	
as	the	cost	of	care?	
Yes				 No			
Don’t	
know		
		
C.16b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.17a	 Did	your	relative	or	friend	
have	one	or	more	visits	from	a	
religious	or	spiritual	advisor	
such	as	a	priest?	
Yes				 No			 Didn’t	want	these	
visits			
Don’t	
know		
		
C.17b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
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QODD:	Quality	of	Dying	and	Death	Questionnaire	(seven	day	version)		
	
	
C.18a	 Was	anyone	there	at	the	
moment	of	your	relative	or	
friends	death?	
Yes				 No			
Don’t	
know		
		
C.18b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.19a	 In	the	moment	before	your	
relative	or	friend	died,	were	
they		
Alert		
		
Semi-conscious	
but	able	to	speak			
Unconscious		
		
Don’t	
know		
		
C.19b	 How	would	you	rate	this	part	of	
their	dying?	
1	=	Terrible																																																												10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
C.20	 Overall	how	would	you	rate	
relative	or	friends	quality	of	
life	during	their	last	week?	
1	=	Terrible																																																							10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
C.21	 Had	your	relative	or	friend	
made	funeral	plans?	 Yes				 No			
Don’t	
know			
	
C.22	 How	well	did	staff	(doctors	and	
nurses)	communicate	with	
your	relative	or	friends	about	
their	illness?	
1	=Very	Poorly																																																											10	=	Excellent	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
C.23	 How	well	did	staff	
communicate	with	you	and	
your	relative	or	friends	family	
about	his	or	her	illness	and	
death?	
1	=Very	Poorly																																																												10	=	Excellent	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
C.24	 How	well	did	staff	provide	end	
of	life	care	that	respected	your	
relative	or	friends	wishes?	
1	=Very	Poorly																																																												10	=	Excellent	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
C.25	 Did	your	relative	or	friend	discuss	their	wishes	for	
end	of	life	care	with	their	doctor	or	other	staff?	 Yes				 No			
Don’t	
know			
	
C.26	 If	no,	did	the	doctor	or	staff	looking	after	your	
relative	or	friend	ask	what	end	of	life	care	your	
relative	or	friend	would	have	wanted?	
Yes				 No			
Don’t	
know			
	
C.27	
Were	you	expecting	your	relative	or	friends	death?	 Yes				 No			
Don’t	
know			
	
C.28	 Did	you	feel	prepared	for	your	relative	or	friends	
death?	 Yes				 No			
Don’t	
know			
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QODD:	Quality	of	Dying	and	Death	Questionnaire	(seven	day	version)		
	
	
C.29	 Would	you	have	liked	more	information	on	what	to	
expect	as	someone	is	dying	or	what	to	do	
afterwards?	
Yes				 No			
Don’t	
know			
	
	
	
C.30	 Overall	how	would	you	rate	the	
quality	of	your	relative	or	
friends	death?	
1	=	Terrible																																																							10	=	Almost	perfect	
	
		1						2						3						4						5						6						7						8						9						10			
Don’t	
know			
	
	
Section	D:	Comments	on	the	care	of	your	relative	or	friend	
	
F.1	What	went	well	in	the	care	of	your	relative	or	friend	during	their	last	week	of	life?	
	
	
	
	
	
F.2	What	did	not	go	so	well	in	the	care	of	your	relative	or	friend	during	their	last	week	of	life?	
	
	
	
	
	
F.3	Are	there	any	other	comments	you	would	like	to	add?	
